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Summary
Rationale: It is known that epilepsy has a severe impact in the quality of life of the
patients; however, it affects the lives of all family members. The psychosocial
repercussions of epilepsy are often of greater significance than the seizures them-
selves.
Methods: This was a prospective study, conducted from January 2005 to December
2005 at the pediatric epilepsy clinic of our University Hospital. Parents were inter-
viewed by one of the authors according to a structured questionnaire about the
impact of epilepsy in the life of the siblings of children with epilepsy.
Results: One hundred and twenty-seven children, siblings of 78 patients with epilepsy
were evaluated. From the 127 siblings of children with epilepsy, 60 were girls and 67
were boys. Ages ranged from 5 to 18 years old (mean = 11.7 years). After the diagnosis
of epilepsy, the siblings had only negative feelings toward the disease, mostly sadness
and fear.
Conclusion: Our data showed that the impact of epilepsy in the lives of siblings of
children with epilepsy is much more severe than previously suspected.
# 2006 British Epilepsy Association. Published by Elsevier Ltd. All rights reserved.Several studies have addressed the impact of epi-
lepsy in the lives of the patient’s siblings; however,
most studies have focused on their risk of presenting
epilepsy. In addition, many studies use the siblings
of children with epilepsy as controls, in order to
evaluate the impact of epilepsy in the lives of the* Corresponding author. Tel.: +55 19 32940651.
E-mail address: guga@fcm.unicamp.br (M.A. Montenegro).
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doi:10.1016/j.seizure.2006.08.007patients.1,2 This approach usually shows that the
impact of epilepsy is greater in the lives of the
children that present seizures. However, they
usually neglect the influence of epilepsy in the lives
of their siblings.
It is known that epilepsy has a negative effect in
the quality of life of the patients and all family
members.3—11 The psychosocial repercussions of
epilepsy are often of greater significance than the. Published by Elsevier Ltd. All rights reserved.
Siblings of children with epilepsy 611seizures themselves.12 The psychosocial impact of
epilepsy on the child and family’s everyday life
depends on several factors, such as the severity
of the epilepsy, the type of treatment, restrictions
in the family’s activities and the family’s abilities to
cope with epilepsy.8
Children confronted with a chronic, life-threaten-
ing illness affecting a brother or sister tend to
present severe stress and have more anxiety, beha-
vioral and emotional problems.13—16 However, this
issue has not been systematically investigated, espe-
cially regarding siblings of children with epilepsy.
The objective of this study was to evaluate how
children are affected by having a sibling with epi-
lepsy.Method
This was a prospective study, conducted at the
pediatric epilepsy clinic of our University Hospital.
From January 2005 to December 2005, we evaluated
127 consecutive children, siblings of patients with
epilepsy.
The parents of our patients were interviewed
according to a structured questionnaire that
included questions about the impact of epilepsy in
the life of the siblings of the children with epilepsy.
The interview was conducted during routine follow
up visits.
The questionnaire included: (a) if the child has
ever witnessed a seizure, (b) if he/she was embar-
rassed because his/her brother/sister had seizures,Table 1 Answer to each question regarding what the child
Question
Did he/she ever witness a seizure?
Is he/she concerned that his/her brother/sister may have
a seizure?
Is he/she less anxious when seizures are controlled?
Does he/she think that his/her brother/sister is different
from the other children?
Does he/she tell other people that his/her brother/sister
has epilepsy?
Does he/she do everything his/her brother/sister wants?
Does he/she think that saying NO may trigger a seizure?
Does he/she think that his/her brother/sister suffer during
the seizures?
If the child with epilepsy goes to school, does he/she think
that the seizures impair school performance?
Did he/she change the way he/she treated his/her
brother/sister after the diagnosis of epilepsy?
Does he/she think that epilepsy is contagious?
Does he/she think that his/her brother/sister receives mor
attention due to the epilepsy?
Did he/she ever want to get sick to get more attention?(c) if epilepsy is a contagious disease, (d) if the ill
child received more attention than the other sib-
lings, etc. (see Table 1). In addition, we assessed the
feelings of each sibling after the diagnosis of epi-
lepsy.
Because the impact of epilepsy in the people lives
depends on several different factors, we also
assessed if the type of epileptic syndrome (idio-
pathic versus cryptogenic/symptomatic), develop-
mental delay, seizure control or having witnessed a
seizure influenced the sibling attitude toward epi-
lepsy.
All parents or legal guardian signed an informed
consent approved by the ethical committee of our
institution. Statistical analysis was performed using
the Pearson’s Chi Square test, with a level of sig-
nificance of 0.05.Results
One hundred and twenty-seven children, siblings of
78 patients with epilepsy were evaluated.
From the group of patients with epilepsy, 32 were
girls and 46 were boys. Ages ranged from 1 to 19
years old (mean = 9.5 years). Fifty patients pre-
sented developmental delay. The type of epileptic
syndrome was symptomatic in 41 (52.5%) patients,
cryptogenic in 29 (37.25%) and idiopathic in 8
(10.25%). Seizures were controlled by AED in 21
(27%) patients.
Neuroimaging was normal in 43 patients, and
showed brain atrophy in 18, hydrocephalus in 5,understands about his/her brother/sister illness
Yes (%) No (%) Do not know (%)
94.48 4.76 0
73.23 26.77 0
91.12 8.87 0
35.53 64.46 0
45.23 39.36 0.79
41.73 58.27 0
18.11 81.89 0
78.74 18.11 3.15
45 51.67 3.33
20.47 79.53 0
1.57 98.43 0
e 67.71 31.5 0.79
11.02 88.98 0
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Figure 1 Sibling’s feelings after the diagnosis of epi-
lepsy.malformation of cortical development in 5, ara-
chnoid cyst in 3 and hippocampal atrophy, cortical
tubers, cysticercosis and focal atrophy due to stroke
in 1 each.
From the 127 siblings of children with epilepsy, 60
were girls and 67 were boys. Ages ranged from 5 to
18 years old (mean = 11.7 years). According to the
questionnaire answered by their parents, after the
diagnosis of epilepsy, the siblings had only negative
feelings toward the disease, mostly sadness and fear
(Fig. 1). Table 1 shows the answers to the ques-
tionnaire about how the sibling of a child diagnosed
with epilepsy feels about his/her brother/sister
disease.
Table 2 shows the results of the analysis of the
siblings feelings depending on (a) the type of epi-
leptic syndrome (idiopathic versus cryptogenic/
symptomatic), (b) developmental delay, (c) seizure
control and (d) having witnessed a seizure.Discussion
Epilepsy is a common chronic disorder that starts
usually in childhood. The children’s perceptions
about epilepsy often have a negative meaning.17
Approximately half the children with epilepsy show
evidence of significant psychological disturbance,
with similar rates among boys and girls.18
Unfortunately, the impact of epilepsy in the life
of the siblings of children with epilepsy has not been
systematically evaluated. Our data showed that
epilepsy has a severe impact not only in the
patient’s life, but in the lives of their siblings as
well. Fifty-three percent of the siblings of children
with epilepsy were scared and 60.5% were sad after
the diagnosis of epilepsy.
Although the siblings of children with epilepsy
and without developmental delay believed that
their brother/sister were different from their peers,
it was much more frequent when the patient pre-
sented developmental delay ( p < 0.05). Moreover,siblings of children with developmental delay
were more concerned about the occurrence of a
seizure. However, they felt much more comfortable
telling others that his/her brother/sister presented
seizures.
In relation to seizure control, when seizures were
controlled, the siblings of children with epilepsy
were much more comfortable with the condition.
They did not worry about it, they were more com-
fortable to displease their brother/sister, they
believed that seizures did not cause any suffering
and did not impair school performance. In addition,
if seizures were controlled, they usually did not tell
their peers that his/her brother/sister had epilepsy.
Only 4% of the siblings were ashamed about the
diagnosis of epilepsy. However, because the stigma
about epilepsy remains severe, half of the children
did not tell their friends that his/her brother/sister
had epilepsy. This can be explained by literature,
which shows that teenagers perceived epilepsy as a
condition with more adverse physical impact than
asthma, diabetes, arthritis, migraine, leukemia and
even human immunodeficiency virus infection. This
same study showed that only Down syndrome is
considered more debilitating than epilepsy. The
adolescents believed that epilepsy more frequently
caused mental handicap, injured the afflicted indi-
vidual and bystanders and could led to death. More-
over, they also found that epilepsy has a negative
social impact, particularly on behavior, honesty,
popularity, adeptness at sports and fun.19
According to the parents’ perspective, we found
that 67.7% of the children believed that their par-
ents pay more attention to the sick child, and 11%
wanted to get sick in order to get more attention
from their parents. Many children (41.7%) felt
responsible for their sibling, doing whatever the
child demanded, even if it meant to abdicate from
their own childhood activities. Although of great
concern, it is understandable. Seizures are probably
one of the most frightening events a parent can
experience, and it is not uncommon that parents/
siblings are overprotective and give more attention
to the sick child.
This study showed that the impact of epilepsy in
the lives of siblings of children with epilepsy is much
more severe than previously suspected. This finding
is similar to the ones of siblings of children with
cancer, which shows that emotional problems
remain mostly unnoticed by the parents.20
Most parents never mentioned that the sibling of
the patient was having any kind of emotional pro-
blem. In fact, during routine follow up visits, the
parents usually reported how well the siblings cope
with the seizure itself. Although not systematically
evaluated in this study, most children know how to
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Table 2 Analysis of the answers according to the type of epileptic syndrome, developmental delay, seizure control and having witnessed a seizure
Question Epileptic syndrome
(idiopathic vs.
cryptogenic and
symptomatic)
( p-value)
DD (DD vs. normal
development)
( p-value)
Seizure control
(seizure free vs.
uncontrolled
seizures) ( p-value)
Did he/she ever
witness a seizure?
(yes vs. no)
( p-value)
Is he/she concerned that his/her brother/sister may have
a seizure?
0.315 0.004 (Yes, if
the child has DD)
0.008 (Yes, if
seizures are
not controlled)
0.683
Is he/she less anxious when seizures are controlled? 0.234 0.431 0.193 0.497
Does he/she think that his/her brother/sister is
different from the other children?
<0.005 (No, if he/she
has idiopathic epilepsy)
<0.0001 (Yes) 0.077 0.451
Does he/she tell other people that his/her
brother/sister has epilepsy?
0.438 <0.0001 (Yes, if the
child has DD)
0.015 (No, if seizures
are controlled)
0.216
Does he/she do everything his/her brother/sister wants? 0.801 0.155 0.180 0.686
Does he/she think that saying NO may trigger a seizure? 0.788 0.300 0.029 (Yes, if seizures
are not controlled)
0.236
Does he/she think that his/her brother/sister suffer
during the seizures?
0.171 0.642 0.049 (Yes, if seizures
are not controlled)
0.217
If the child with epilepsy goes to school, does he/she
think that the seizures impair school performance?
0.154 <0.0001 (Yes, if
the child has DD)
0.025 (Yes, if seizures
are not controlled)
0.353
Did he/she change the way he/she treated his/her
brother/sister after the diagnosis of epilepsy?
0.631 0.577 0.994 0.069
Does he/she think that epilepsy is contagious? 0.630 0.291 0.386 0.750
Does he/she think that his/her brother/sister receives
more attention due to the epilepsy?
0.936 0.608 0.959 0.943
Did he/she ever want to get sick to get more attention? 0.180 0.981 0.256 0.657
DD, developmental delay. Bold values are significant (p < 0.05).
614 S.Y. Tsuchie et al.proceed during a seizure and would be willing to
take care of his/her brother/sister. However, these
children usually report that although they know the
standard first aid procedures (sometimes much bet-
ter than an adult), during the seizure they are very
scared.
In a group of cancer patients, positive expecta-
tions about the course of the illness appear to
protect siblings from distress. Lower anxiety, inse-
curity and loneliness are related to the sibling’s
ability to remain optimistic.14 It has also been shown
that the behavioral and emotional problems tend to
ameliorate over time.21
After the diagnosis of epilepsy, psychological
assistance should always be offered to the family.
It has been shown that the demystification of beliefs
supplied from psychotherapy and support groups has
a positive influence in the family and prevent beha-
vior alterations and guaranteed effective care in the
attendance to the child with epilepsy.17 However, it
is interesting to note that, when an interventional
program was offered only 35% of the parents
expressed an interest, with only 12% attending a
meeting.22
One possible limitation of our study is the fact
that the data was ascertained according to the
parents’ point of view. Although difficult to per-
form, a study in which the siblings themselves
answered the questions would be the best way to
address this issue. However, although more studies
are needed in order to confirm our findings, the
present study shows evidence that epilepsy has
an important impact in the life of the siblings
of children with epilepsy. These children should
not be emotionally neglected in spite of their sib-
ling’s illness.Acknowledgements
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